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Abstract
Background  Patient and public involvement (PPI) in the design and conduct of clinical trials has been increasingly 
encouraged by funders as an essential ingredient in the conduct of research. Recognition of PPI partners through 
acknowledgement or authorship, and financial supports, including remuneration and reimbursement, may facilitate 
involvement. However, little empirical data exists regarding current practices of recognising, remunerating and 
reimbursing PPI partners for their contributions to research.

Aims  To describe the extent to which patient and public partners are recognised and remunerated for their 
involvement in a cohort of pragmatic randomised controlled trials (RCTs).

Methods  Cross sectional survey of corresponding authors of pragmatic RCTs published between January 1, 2014, 
and April 3, 2019.

Results  From 2585 delivered invitations, 710 responded, with 334 (47%) indicating that they had involved PPI 
partners within the trial. Among 300 respondents to questions about authorship, 59 (20%) reported PPI partners 
were included as named authors and 19 (6%) that PPI partners were included as part of a group authorship. Of 300 
respondents to questions regarding remuneration, 132 (44%) indicated that PPI partners were provided some form of 
remuneration. Of the 303 respondents to questions about reimbursement, 186 (61%), indicated that PPI partners were 
reimbursed for expenses incurred. Of 274 respondents who completed all three questions regarding reimbursement, 
remuneration, and authorship or acknowledgment, 83 (30%) indicated that all three were provided to PPI partners, 
while 40 (15%) indicated that they provided none of the options.
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Background
Patient and public involvement (PPI) – in which there is 
active collaboration between researchers and patients or 
the public [1, 2] – in the design and conduct of clinical 
trials enables research that is meaningful, relevant, and 
important to individuals with lived experience of an ill-
ness or condition [3]. Indeed, the impact of PPI on trial 
design and conduct is the subject of numerous reviews 
[4–8] and has been shown to improve trial recruitment 
[7].

There is increasing awareness of the need to better 
understand how PPI partners are recognised and finan-
cially supported for their contributions to academic 
research [9, 10]. Recognition of PPI partners may include 
co-authorship or formal acknowledgement within manu-
scripts. Financial support may include remuneration (e.g. 
honoraria or salary) [11] or reimbursement of expenses 
incurred (see Table 1).

Remuneration and reimbursement may facilitate 
involvement by groups that face financial barriers to part-
nering in health research, thus enhancing equity, diver-
sity, and inclusion regarding PPI in research [9, 10]. In a 
Canadian survey of over 600 patient partners in health 
research and care, 12% reported receiving disability and/
or income replacement benefits and 43% were retired. 
Notably, almost one quarter of respondents indicated 
costs associated with being a patient partner as a barrier 
to engagement [15]. Consequently, it has been argued 
that without remuneration PPI partners would largely 
consist of people who have the means to allocate unpaid 
time and energy towards research. Therefore, not offering 
remuneration may exclude potential PPI partners from 
equity deserving groups or communities [16] (i.e. groups 

or communities who, because of systemic discrimination, 
do not have the same access to resources and opportuni-
ties available to other members of society) [15].

A recent systematic review of health studies that spe-
cifically cited the Guidance for Reporting the Involve-
ment of Patients and the Public (GRIPP) [17] or GRIPP2 
[18] reporting guidelines identified 316 studies that had 
actively engaged PPI partners. Of these, within 206 (65%) 
PPI partners were acknowledged within the manuscripts, 
156 (49%) included a PPI partner as a co-author, and in 
67 (21%) it was reported that PPI partners were provided 
reimbursement of expenses incurred. In addition, 79 
studies (25%) reported that remuneration was provided 
[19]. Other studies have reported broadly on the preva-
lence of patient or public authorship in clinical trials 
[20, 21], child health research [22], knowledge syntheses 
[23], and health research more generally [24]. However, 
even with the social and ethical rationales, and multiple 
guidance documents [11, 12, 25, 26], there is a lack of 
research reporting on the recognition, remuneration or 
reimbursement of PPI partners in clinical trials.

To address this gap, we surveyed corresponding authors 
- identified from a cohort of pragmatic randomised con-
trolled trials (RCTs) published between 2014 and 2019 
[27] - to determine whether and how patient and public 
partners (PPI partners) were recognised, remunerated, 
and reimbursed. As opposed to early phase trials where 
safety and tolerability of a drug may be the focus, the 
results of pragmatic RCTs are intended to directly inform 
clinical or health policy decisions. Therefore, pragmatic 
RCTs should mimic as closely as possible the context of 
the healthcare decision [28, 29]. It is particularly impor-
tant to have patient and public input in pragmatic RCTs 

Conclusion  A fifth of researchers reported including PPI partners as named co-authors, less than half provided 
remuneration, and over a third did not reimburse partners. There is a need to better understand the nature of any 
barriers that research teams and PPI partners face regarding recognition, reimbursement, and remuneration, and to 
develop targeted interventions that will address these barriers.

Plain English summary  Patient and public involvement (PPI) in the design and conduct of clinical trials is 
encouraged or required in many cases. It is important to recognise PPI partners for their time and insight. Despite 
many guidelines being produced, we actually know very little about how researchers recognise and financially 
support PPI partners. To address this gap, we surveyed the authors of published clinical trials about their practices. 
Specifically, we asked researchers whether they had acknowledged their PPI partners or included them as co-authors, 
provided financial support for their time, or had covered expenses. From 2585 delivered invitations, a total of 710 
researchers responded. Almost half (334/710, 47%) said they had involved PPI partners in their trial. A fifth of these 
researchers (59/300, 20%) reported that they included PPI partners as named co-authors. Just under half (132/300, 
44%) reported that they had provided financial support for the time of their PPI partner. Almost two thirds (186/303, 
61%) did cover expenses. Of those who completed all three questions almost a third (83/274, 30%) reported that 
all three options were provided to PPI partners. However, 40 (40/274, 15%) reported that they provided none of the 
options.
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so that the trials reflect the realities of lived experience. 
Specifically, we sought to answer the following questions: 
Among trialists that engaged PPI partners, what is the 
self-reported prevalence of:

1.	 Recognition through authorship or 
acknowledgement of PPI partners in the main trial 
report?

2.	 Remuneration for PPI partners?
3.	 Reimbursement for out-of-pocket expenses incurred 

by PPI partners?
4.	 Combinations of these forms of recognition, 

remuneration, and reimbursement?

Methods
Sample and sampling frame
As reported previously [27], we surveyed correspond-
ing authors of pragmatic RCTs published between Janu-
ary 1, 2014, and April 3, 2019. The RCTs were identified 
as part of a scoping review of health-focused trials that 
were deemed to be pragmatic in orientation. The review 
identified 4337 eligible trials, with most trials published 
in the USA, UK, and Australia. The details of the search 
strategy and full results of the scoping review have been 
published previously [30, 31]. The survey was developed 
iteratively through discussion and written feedback by 
two PPI partners (AH, MS), trialists, and methodolo-
gists who support PPI. All team members were involved 
in developing the items along with wording and choice 
options. Our PPI partners provided insights into items 
and aspects of recognition, remuneration, and reim-
bursement that were important and relevant to PPI part-
ners, as well as informing the choice options included 
within survey questions.

Subsequently we surveyed corresponding authors 
of these trials to better understand PPI practices. As 
reported elsewhere [27], we identified corresponding 

authors in the following countries: Canada, United 
States, United Kingdom, Australia and New Zealand, 
South Africa, France, Belgium, Denmark, Finland, Ger-
many, Italy, the Netherlands, Norway, Spain, Sweden and 
Switzerland, which yielded 3501 eligible trials. As indi-
viduals could potentially be the corresponding author for 
multiple reports, we selected only the most recently pub-
lished report. Where the corresponding authors had no 
email addresses listed, we used online searches to identify 
an email address. In three cases a corresponding author 
email address could not be identified. This provided a 
sampling frame of 3163 unique corresponding authors.

Data collection
The survey was administered using the SurveyMonkey 
online platform. The survey consisted of 27 open- and 
closed-ended items relating to PPI in the published trial. 
The survey included a definition of PPI and respondents 
were asked to indicate that they had read and understood 
the definition prior to completing the survey. A copy of 
the full survey is included as a Supplementary File S1.

The survey was piloted with a random sample of 100 
corresponding authors. No substantive changes were 
made, and pilot data were included in the final analy-
sis. Invitation emails sent to the corresponding authors 
included information about the trial for which they were 
being approached as well as a unique link which allowed 
for survey responses to be linked to trial characteristics 
already collected as part of the previous scoping review. 
All participants were prompted to review a participant 
information sheet at the start of the survey and were 
advised that completing the survey was voluntary and 
doing so provided implied consent to participate. Survey 
participants were given the option to be entered into a 
draw for one of five $100 CAD Amazon gift cards. Email 
invitations were sent on February 8, 2022, followed by 
up to three reminders. The survey was closed on April 5, 
2022.

This paper focuses on the survey questions that 
pertained to PPI partner recognition (authorship or 
acknowledgment), remuneration, or reimbursement. 
Specifically, survey respondents who reported that PPI 
partners were involved in the trial were asked:

1.	 Were PPI partners acknowledged in the manuscript 
or elsewhere? Response options: Named as 
co-author(s); Included in group authorship (e.g., “on 
behalf of…”); Named in acknowledgements section; 
Not applicable: Patient/public partners elected not 
to be acknowledged; Other (please specify); None of 
the above 

2.	 Were PPI partners remunerated beyond expenses? 
Response options: Yes; No; Don’t know (please 
explain)

Table 1  Definitions of key terms
Term Definition
Recognition Examples might include acknowledgement 

or co-authorship (including group authorship) 
on manuscripts, or co-presenting research 
findings at a conference.

Remuneration The provision of goods, services, or something 
of monetary value, in exchange for engage-
ment. This may include offering payment or 
something of monetary value in exchange for 
their engagement. Examples might include 
honoraria, or a monetary amount based on 
contributed time or effort [12, 13, 14].

Reimbursement The repayment of out-of-pocket expenses 
incurred. This may include travel, accom-
modation, parking, or child-care support 
necessary to enable involvement in a research 
activity [11].
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3.	 Were PPI partners reimbursed for expenses 
incurred? Response options: Yes, always; Yes, 
sometimes; No; Don’t know; Not applicable – no 
expenses were incurred by patient and public 
partners; Other (please specify)

This study was approved by the Ottawa Health Science 
Network Research Ethics Board (Reference number: 
20210684-01H). In addition, both PPI partners reviewed 
the main study protocol and provided feedback on the 
process and survey content. Both patient partners have 
reviewed the present manuscript and provided criti-
cal feedback. The study is reported in accordance with 
the Checklist for Reporting Results of Internet E-Sur-
veys (CHERRIES) (Supplementary Material S2) and the 
GRIPP2-SF (Supplementary Material S3).

Data curation and analysis
Survey data were exported from SurveyMonkey into a 
spreadsheet using Airtable [32]. Participant character-
istics and responses about PPI were summarised using 
descriptive statistics (frequencies and percentages). All 
survey responses were analysed regardless of complete-
ness. Most survey items were closed-ended, but many 
allowed respondents to select “Other” and elaborate in 
a text box. When the ‘Other’ category was selected, the 
open text provided was independently reviewed by two 
members of the team and coded using a thematic analy-
sis approach, in which data are coded inductively and 
iteratively with themes generated based on the data, as 
opposed to coding structures developed a priori [33]. 
The team members subsequently met to discuss coding 
and come to consensus on the coding scheme. Disagree-
ments were resolved by discussion. Based on the open 
text responses to the ‘Other’ category we created two 
additional categories for the question about recognition 
(question 1 above): ‘Acknowledged in the body of the 
manuscript’ and ‘Co-authors on/acknowledged in ancil-
lary research material’ as well as a category of ‘Unsure or 
unclear’. In addition, we explored how many respondents 
had indicated combinations of each support (recognition 
-authorship or acknowledgement, remuneration, or reim-
bursement). To facilitate this analysis, we dichotomised 
responses to yes versus any other response for all three 
questions (with yes referring to authorship, acknowledge-
ment or both for the question about recognition), thus 
creating eight permutations.

Results
A total of 3163 unique corresponding authors were 
invited to complete the survey. Of these, 508 emails were 
undeliverable and 70 did not receive emails as they had 
opted out of being contacted by SurveyMonkey. Of the 
delivered invitations, 710/2585 (27%) responded, with 

334/710 (47%) indicating that they had engaged with 
PPI partners within the trial. Demographic characteris-
tics of respondents who had engaged with PPI partners 
are shown in Table 2. The number of responses by year 
of publication of the main trial report is provided in the 
Supplementary Table S4. In the remainder of the paper, 
we focus on the responses from these 334 individuals.

Most participants identified as female (173, 60%), white 
(256, 90%) and late career researchers (203, 69%). The high-
est proportions of respondents were based in the USA 
(103, 36%) or UK (81, 28%). Respondents were largely 
experienced with PPI, with 189 (64%) indicating they had 
over 10 years PPI experience. The number of respondents 
increased by year of trial publication (Supplementary Table 
S4).

Recognition through authorship or acknowledgement
Three hundred respondents completed the question 
regarding PPI recognition through acknowledgement or 
co-authorship. Of these, 194 respondents indicated some 
form of authorship or acknowledgment in the manu-
script or within other ancillary research materials (65%). 
These included papers on study design where patient 
partners were co-authors, as well as theses, presenta-
tions, and reports.

In over a quarter of responses, patient and public part-
ners were reported as being included as authors, either 
as individual authors (59, 20%) or as part of a group 
authorship (19, 6%). However, the most common form 
of recognition was acknowledgement of PPI partners in 
a specific acknowledgement section (154, 51%), although 
acknowledgment in the main body of the text (9, 3%) or 
in other publications or material (5, 2%) was also noted. 
Acknowledgements were reported to vary, with some 
specifically naming PPI partners while others reported 
acknowledgement was to a generic group or providing 
general thanks to PPI partners. In 35 responses (12%), 
it was indicated that patient and public partners elected 
not to be acknowledged. However, 70 respondents (23%) 
indicated that PPI partners were not acknowledged or 
listed as co-authors (Table 3). We did not see any indica-
tion of a trend over time based on visual inspection (see 
Supplementary Material S5)

Remuneration of PPI partners
Three hundred respondents completed the question 
regarding the remuneration of PPI partners. Of these, 
132 respondents (44%) indicated that they provided some 
form of remuneration (e.g., cash salary, vouchers, hono-
raria). Some respondents provided additional comments 
using the option of ‘Don’t know (please explain)’ and 
noted that there could be varied remuneration within 
studies, with some PPI partners remunerated while oth-
ers were not. For example, representatives of community 
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organisations may be remunerated but partners rep-
resenting a school may not. Again, we did not see any 
indication of a change in practice over time (see Supple-
mentary Material S5).

PPI partner reimbursement
A total of 303 respondents completed the question 
regarding reimbursement. Most of these respondents 
(186, 61%) indicated that PPI partners were reimbursed 
for expenses incurred, although almost one quarter (73, 
24%) indicated that they were not. Thirty-five respon-
dents (12%) indicated that no expenses were incurred by 
PPI partners, while 9 (3%) were unsure if PPI partners 
were reimbursed for expenses. While we did not require 
an explanation to why PPI partners were not reimbursed, 
some respondents indicated that they had not provided 
explicit reimbursement as the PPI partners had received 
an honorarium, which was expected to cover mini-
mal costs that were incurred. Some respondents used 
the ‘Other’ category to provide additional details, with 
examples of reimbursed costs including travel expenses 
(including parking), or meals. Once more, we did not see 

Table 2  Respondent characteristics (N = 334)
Item N (valid %)
Trial population (self-report)
  Children ( < 18 years) only 71 (21.3%)
  Older adults ( > 65 years) only 46 (13.8%)
  Neither of the above 217 (65%)
Region of Residence*
  USA 103 (35.8%)
  UK 81 (28.1%)
  Non-UK Europe 62 (21.5%)
  Australia or New Zealand 35 (12.2%)
  Canada 13 (4.5%)
  Other 6 (2.1%)
  Missing 46
Gender
  Male 114 (39.7%)
  Female 173 (60.3%)
  Prefer not to disclose or missing 47
Age
  25–35 years 6 (2.0%)
  36–45 years 49 (16.7%)
  46–55 years 84 (28.6%)
  56–65 years 94 (32.0%)
   > 65 years 61 (20.7%)
  Missing 40
Racial or ethnic group*
  White 256 (89.5%)
  South Asian (Indian, Pakistani, Sri Lankan) 13 (4.5%)
  Chinese 3 (1.0%)
  Black 6 (2.1%)
  Latin American/Hispanic 4 (1.4%)
  Arab 1 (0.3%)
  West Asian (Iranian, Afghan) 1 (0.3%)
  Korean 1 (0.3%)
  Japanese 1 (0.3%)
  Other (specified text) 2 (0.7%)
  Prefer not to disclose or missing 48
Stage of research career
  Early career researcher (within 5 years of first academic 
appointment)

13 (4.4%)

  Mid-career researcher (6–15 years since first academic 
appointment)

67 (22.7%)

  Late career researcher ( > 15 years since first academic 
appointment)

203 (68.8%)

  Retired or Professor Emeritus 8 (2.7%)
  Other (e.g., no academic appointment) 4 (1.4%)
  Missing 39
Reported years of PPI experience
  1–3 years 12 (4.1%)
  4–10 years 95 (32.1%)
   > 10 years 189 (63.9%)
  Missing 38
* Multiple selections allowed

Table 3  Details of recognition, remuneration, and 
reimbursement
Item Frequen-

cy (valid 
%)

How were PPI partners acknowledged in the manuscript or 
other materials?¥

Named as individual co-authors 59 (20%)
Included in group authorship 19 (6%)
Named in the acknowledgement section 154 (51%)
Acknowledged in the body of the manuscript§ 9 (3%)
Co-authors on/acknowledged in ancillary research material§ 5 (2%)
Not applicable: patient or public partners elected not to be 
acknowledged

35 (12%)

Unsure or unclear 5 (2%)
None of the above 70 (23%)
No answer/missing 34
Were PPI partners remunerated (e.g., cash, vouchers, honoraria) 
for their involvement?
Yes 132 (44%)
No 158 (53%)
I don’t know/Unclear 10 (3%)
No answer/missing 34
Were PPI partners reimbursed for out-of-pocket expenses 
related to their involvement?
Yes (i.e., always, sometimes) 186 (61%)
No 73 (24%)
Not applicable (i.e., no expenses were incurred by patient 
and public partners)

35 (12%)

I don’t know 9 (3%)
No answer/missing 31
¥ does not sum to 100% as multiple selections possible. § indicates categories 
developed post-hoc upon review of open responses in ‘other’ category.
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any indication of a change in practice over time (see Sup-
plementary Material S5).

Combination of practices
Of 274 respondents who completed all three questions 
regarding recognition, remuneration and reimbursement 
(excluding those whose responses were “I don’t know”), 
83 (30%) indicated that all three were provided to PPI 
partners, while 41 (15%) indicated that they did not 
provide recognition (authorship or acknowledgement), 
remuneration, nor reimbursement. A similar number (40, 
15%) provided only recognition without any remunera-
tion or reimbursement, while 57 (21%) provided some 
form of remuneration or reimbursement but no recogni-
tion. A full breakdown of the percentage of respondents 
for each combination is presented in Fig. 1.

Discussion
Among a cohort of survey respondents who had engaged 
patients or the public within a published pragmatic 
trial, less than half reported providing remuneration to 
PPI partners, and just over half reported reimbursing 
PPI partners for out-of-pocket expenses related to their 
involvement. PPI partners were commonly recognised 
through acknowledgement in publications, with a sub-
stantial minority named as co-authors. Almost a third of 
respondents completing all three questions indicated that 
they recognised PPI partners through acknowledgement 
or authorship, provided remuneration, and reimbursed 
PPI partners.

A strength of our study is that the data were obtained 
from a survey of corresponding authors as opposed to 
relying on extracting information from publications. The 
reporting of remuneration and reimbursement is not a 
requirement of the Consolidated Standards of Report-
ing Trials (CONSORT) [34] reporting guideline and, as 

a consequence, there may be underreporting of remu-
neration and reimbursement within academic articles. 
Similarly, there remain challenges to identifying patient 
authors of manuscripts [35–37]. The self-report nature of 
our survey removes any interpretation challenges. Finally, 
our analysis extends the current literature insofar as we 
also examined combinations of recognition practices, 
identifying a cohort of respondents who provided no 
form of remuneration, reimbursement or recognition for 
PPI partners.

The results must, however, be reviewed in light of the 
study limitations. First, the response rate was low at 27%. 
While this may not be unexpected given the unsolicited 
nature of the survey and relatively long window of time 
for included trials, it has implications with respect to risks 
of non-response bias. We may have expected a larger 
proportion of respondents to not have provided any 
form of recognition, remuneration, or reimbursement, 
but with a change over time as policies were adopted by 
funders, especially given that over half of respondents 
were from the USA and UK and where funders and gov-
ernment agencies support PPI. As such, we must caution 
as to the generalisability of these findings to the broader 
population of trialists. Indeed, it is possible that authors 
more familiar with, or supportive of PPI and associ-
ated practices were more likely to respond to the survey 
request, thus, yielding an over-estimate of the prevalence 
of any form of recognition, remuneration, or reimburse-
ment. A second limitation is the earlier publication date 
of some of the included trials: at the time of the survey, 
it had been almost 10 years since the publication of the 
earliest trials in the underlying cohort. While we did have 
a greater proportion of respondents with more recently 
published trials, the time that had passed since the com-
pletion of some trials may have influenced recall. Future 
research would benefit from a more contemporary 

Fig. 1  Reported percentages of recognition, remuneration, reimbursement and combinations of these
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sample which may address limitations of recall error and 
provide updated data regarding the recognition, remu-
neration and reimbursement of patient partners in RCTs. 
Third, our sample is drawn from respondents located in 
higher income countries. We did not explore where the 
trials were conducted, and our results may not generalise 
to trialist experiences in low- or middle-income coun-
tries. A final limitation is our decision to dichotomise the 
responses for our analysis of combined practices. While 
we excluded those who indicated a response of ‘Don’t 
know’ it did include cases where expenses were not 
incurred and thus not reimbursed. As no expenses were 
reported to be incurred, we do not know whether these 
respondents would have reimbursed patient partners had 
they been incurred and as such the combined categories 
may overestimate the proportion of respondents who 
would not reimburse in combination with other forms of 
recognition or remuneration.

Our results do, however, offer new insights into how 
PPI partners are financially supported and recognised. 
Less than a fifth of respondents indicated that PPI part-
ners were a named co-author, lower than previous studies 
which reported a prevalence of almost 50% co-authorship 
[19, 38]. However, both of those previous reviews tar-
geted PPI as the topic of interest or had a sampling frame 
that required reference of the GRIPP [17] or GRIPP2 [18] 
reporting guidelines, and may represent best case sce-
narios with respect to implementing or reporting aspects 
of PPI. Indeed, our survey results are closer to those of 
a review of PPI in cancer research which found that a 
third of the included studies had patients as co-authors 
[39], and is higher than the findings of Vanneste et al 
[20]. which considered trials published between 2015 
and 2023 and who found that only around 10% of articles 
reporting PPI included a PPI co-author. While we did 
not see a trend over time in terms of our survey respon-
dents indicating recognition, Vanderhout et al., did find 
an increasing prevalence of PPI partner authors and/or 
acknowledged patient partners over time [22]. Further-
more, the recently updated 2025 CONSORT [40, 41] 
and SPIRIT [42] reporting guidelines now recommend 
reporting PPI activities which may lead to change in 
practices of reporting for recognition, remuneration and 
reimbursement of PPI partners. Together these findings 
may point to variation between study designs or areas of 
research, and which would merit future study, particu-
larly given changes in reporting recommendations.

In addition, twelve percent of respondents in our sur-
vey indicated that PPI partners declined to be acknowl-
edged. While PPI partners wish to feel valued for their 
contributions to research [43], research also indicates 
that there may be reluctance because of stigma attached 
to a health condition or to research in general and that 
may influence willingness to be involved as patient 

partners [44, 45], as well as whether an individual wishes 
to be formally acknowledged [35]. We did not exam-
ine our data for any associations between health condi-
tions studied and the forms of recognition and to date 
there is a lack of research regarding the perspectives of 
PPI partners on different forms of recognition, including 
authorship and acknowledgement. More work is needed 
to understand the value that is placed in authorship or 
acknowledgement by PPI partners, but also the poten-
tial barriers to PPI partner authorship and acknowledge-
ment. In the interim, PPI partners have written guidance 
for researchers and how the International Committee of 
Medical Journal Editors’ (ICMJE) guidance can be inter-
preted for patient co-authors [46].

Our survey indicates a much higher prevalence of 
remuneration than previously reported, with 44% of 
respondents indicating that PPI partners were financially 
compensated. This is higher than the 25% of studies iden-
tified by Fox et al [19], and 38% reported by Colomer-
Lahinguera et al [39]. However, as stated above, reporting 
of remuneration is not a requirement of any guidelines. 
Further, while accepting remuneration is a personal 
choice, it is commonly considered income and may affect 
financial support or disability payments for PPI partners 
[47]. As a result, remuneration may be declined by PPI 
partners. To date there are few other studies to compare 
with and more empirical research exploring actual prac-
tices, together with the barriers and facilitators to provid-
ing or accepting remuneration, are needed.

One surprising finding from our survey related to reim-
bursement for out-of-pocket expenses, with over a fifth 
of respondents indicating that PPI partners were not 
reimbursed for expenses incurred through their involve-
ment. This stands in stark contrast to a recent scoping 
review which identified 67 international guidance and 
policy documents, all of which recommended reimburs-
ing patient partners for any expenses associated with 
engagement [47]. PPI partners should not be left out of 
pocket for their involvement in research. We strongly 
suggest that researchers proactively consider the costs 
that may accrue to PPI partners and build these into their 
study budget to ensure that they have sufficient funds to 
support PPI partners for their involvement in research 
[25, 48, 49]. Further, there are a number of PPI compen-
sation tools to support research teams and we advocate 
that these be actively disseminated and used [49, 50].

Finally, we found that 15% of respondents who 
answered all three questions regarding recognition, 
remuneration, and reimbursement, indicated that none 
of the practices were implemented. While the approaches 
implemented may be determined by the extent to which 
expenses were incurred, availability of funding, and even 
whether PPI partners wish to be acknowledged, it is sur-
prising that such a high proportion provided none of the 
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recognition options. While studies have begun to explore 
the ways in which PPI partners are being remunerated 
or recognised in publications, we have not been able to 
identify other research that has examined the combina-
tion of recognition, remuneration and reimbursement 
and which may indicate whether particular practices are 
being adopted in lieu of others.

Conclusions
In conclusion, our results indicate that researchers report 
that less than a fifth of PPI partners were recognised as 
co-authors, a substantial minority are provided remu-
neration, and the majority are reimbursed. It is impor-
tant that we ensure that PPI partners are not being left 
out-of-pocket for their involvement in research, as this 
could create barriers to participation. Researchers need 
to proactively consider the costs that may accrue to PPI 
partners and build these into their study budget. There is 
also a need to better understand the nature of any barri-
ers that research teams and PPI partners face regarding 
recognition, remuneration, and reimbursement, and to 
examine these in a holistic manner, in order to develop 
targeted interventions that will address these barriers.

Supplementary Information
The online version contains supplementary material available at ​h​t​t​p​​s​:​/​​/​d​o​i​​.​o​​r​
g​/​​1​0​.​​1​1​8​6​​/​s​​4​0​9​0​0​-​0​2​5​-​0​0​7​9​6​-​y.

Supplementary Material 1

Supplementary Material 2

Supplementary Material 3

Supplementary Material 4

Supplementary Material 5

Acknowledgements
The authors acknowledge Drs. Bruno Giraudeau and Agnes Caille (University 
of Tours), Dr Laura Hanson (University of North Carolina School of Medicine) 
and Dr Jill Harrison (Brown University) for assistance with pilot testing of the 
survey questionnaire. We also thank Dr Katie Gillies and Dr Beatriz Goulão, 
(University of Aberdeen) for contributions to the development of the survey 
questionnaire.

Author contributions
MT, CW and JB acquired funding for the study. MT, SN and SV contributed 
to the conception and design of the work. AH, MS, PN, SV, MT, SN and KC 
contributed to the acquisition of data. PN, MT, SN and SV contributed to 
the analysis and interpretation of data. SN wrote the initial version of the 
manuscript. All of the authors revised the manuscript critically for important 
intellectual content, gave final approval of the version to be published and 
agreed to be accountable for all aspects of the work.

Funding
This work was supported by the Canadian Institutes of Health Research 
through the Project Grant competition (competitive, peer reviewed), award 
number PJT-153045. The funder had no role in the study design; in the 
collection, analysis and interpretation of data; in the writing of the report; and 
in the decision to submit the article for publication.

Data availability
The datasets used and/or analysed during the current study are available from 
the corresponding author on reasonable request.

Declarations

Ethics approval and consent to participate
This study was approved by the Ottawa Health Science Network Research 
Ethics Board (Reference number: 20,210,684-01 H). All participants provided an 
implied consent by completing the survey.

Consent for publication
All authors have reviewed the manuscript and consent to publication.

Competing interests
Charles Weijer reports receiving consulting fees from Eli Lilly & Company. Anne 
Spinewine reports receiving a Mobility Grant from Fondation Mont-Godinne. 
No other competing interests were declared.

Author details
1Methodological and Implementation Research Program, Ottawa 
Hospital Research Institute, Ottawa, Canada
2Department of Epidemiology & Biostatistics, Western University, London, 
ON, Canada
3Institute for Better Health, Trillium Health Partners, Mississauga, Canada
4Institute of Health Policy, Management, and Evaluation, University of 
Toronto, Toronto, Canada
5School of Epidemiology and Public Health, University of Ottawa, Ottawa, 
ON, Canada
6Patient Partner - The Ottawa Hospital, Ottawa, Canada
7Child Health Evaluative Sciences Program, Hospital for Sick Children 
Research Institute, Toronto, Canada
8Patient Partner, Ottawa, Canada
9Clinical Pharmacy and Pharmacoepidemiology Research Group, Louvain 
Drug Research Institute UCLouvain, Brussels, Belgium
10CHU UCL Namur, Pharmacy Department, Yvoir, Belgium
11Department of Medicine, Western University, London, ON, Canada
12Department of Philosophy, Western University, London, ON, Canada
13Centre for Practice-Changing Research Ottawa, General Campus, Room: 
L1216, 501 Smyth Road, Ottawa, ON K1H 8L6, Canada

Received: 22 May 2025 / Accepted: 26 September 2025

References
1.	 Canadian Institutes of Health Research. Patient engagement. 2019. ​h​t​t​p​​s​:​/​​/​c​i​

h​​r​-​​i​r​s​​c​.​g​​c​.​c​a​​/​e​​/​4​5​8​5​1​.​h​t​m​l. accessed 25 October 2024.
2.	 National Institute for Health Research. Briefing note two: What is public 

involvement in research? 2024. ​h​t​t​p​​s​:​/​​/​w​w​w​​.​n​​i​h​r​​.​a​c​​.​u​k​/​​b​r​​i​e​f​​i​n​g​​-​n​o​t​​e​s​​-​r​e​​s​e​a​​r​
c​h​e​​r​s​​-​p​u​​b​l​i​​c​-​i​n​​v​o​​l​v​e​​m​e​n​​t​-​n​h​​s​-​​h​e​a​​l​t​h​​-​a​n​d​​-​s​​o​c​i​a​l​-​c​a​r​e​-​r​e​s​e​a​r​c​h. accessed 25 
October 2024.

3.	 Canadian Institutes of Health Research. Strategy for patient-oriented research 
capacity development framework. Ottawa; 2015.

4.	 Shippee ND, Domecq Garces JP, Prutsky Lopez GJ, et al. Patient and service 
user engagement in research: A systematic review and synthesized frame-
work. Health Expect. 2015;18:1151–66. ​h​t​t​p​​s​:​/​​/​d​o​i​​.​o​​r​g​/​​1​0​.​​1​1​1​1​​/​h​​e​x​.​1​2​0​9​0.

5.	 Holzer KJ, Veasley C, Kerns RD, et al. Partnering with patients in clinical trials of 
pain treatments: a narrative review. Pain. 2022;163:1862–73. ​h​t​t​p​​s​:​/​​/​d​o​i​​.​o​​r​g​/​​1​
0​.​​1​0​9​7​​/​j​​.​p​a​​i​n​.​​0​0​0​0​​0​0​​0​0​0​0​0​0​2​6​0​0.

6.	 Price A, Albarqouni L, Kirkpatrick J, et al. Patient and public involvement in 
the design of clinical trials: an overview of systematic reviews. J Eval clinpract. 
2018;24:240–53. ​h​t​t​p​​s​:​/​​/​d​o​i​​.​o​​r​g​/​​1​0​.​​1​1​1​1​​/​j​​e​p​.​1​2​8​0​5.

7.	 Crocker JC, Ricci-Cabello I, Parker A, et al. Impact of patient and public 
involvement on enrolment and retention in clinical trials: systematic review 
and meta-analysis. BMJ. 2018;363:k4738. ​h​t​t​p​​s​:​/​​/​d​o​i​​.​o​​r​g​/​​1​0​.​​1​1​3​6​​/​b​​m​j​.​k​4​7​3​8.

8.	 Vanderhout SM, Bhalla M, Van A, et al. The Impact of patient and fam-
ily engagement in child health research: a scoping review. J Pediatr. 
2023;253:115–28. ​h​t​t​p​​s​:​/​​/​d​o​i​​.​o​​r​g​/​​1​0​.​​1​0​1​6​​/​j​​.​j​p​​e​d​s​​.​2​0​2​​2​.​​0​9​.​0​3​0.

https://doi.org/10.1186/s40900-025-00796-y
https://doi.org/10.1186/s40900-025-00796-y
https://cihr-irsc.gc.ca/e/45851.html
https://cihr-irsc.gc.ca/e/45851.html
https://www.nihr.ac.uk/briefing-notes-researchers-public-involvement-nhs-health-and-social-care-research
https://www.nihr.ac.uk/briefing-notes-researchers-public-involvement-nhs-health-and-social-care-research
https://doi.org/10.1111/hex.12090
https://doi.org/10.1097/j.pain.0000000000002600
https://doi.org/10.1097/j.pain.0000000000002600
https://doi.org/10.1111/jep.12805
https://doi.org/10.1136/bmj.k4738
https://doi.org/10.1016/j.jpeds.2022.09.030


Page 9 of 9Nicholls et al. Research Involvement and Engagement          (2025) 11:140 

9.	 Richards DP, Jordan I, Strain K, et al. Patient partner compensation in research 
and health care: The patient perspective on why and how. Patient Experj. 
2018;5:6–12. ​h​t​t​p​​s​:​/​​/​d​o​i​​.​o​​r​g​/​​1​0​.​​3​5​6​8​​0​/​​2​3​7​2​-​0​2​4​7​.​1​3​3​4.

10.	 Smith E, Belisle-Pipon JC, Resnik D. Patients as research partners; how to value 
their perceptions, contribution and labor? Citiz Scince: Theory Pract. 2019;4. ​h​
t​t​p​​s​:​/​​/​d​o​i​​.​o​​r​g​/​​1​0​.​​5​3​3​4​​/​c​​s​t​p​.​1​8​4.

11.	 Canadian Institutes of Health Research. Considerations when paying patient 
partners in research. 2022. ​h​t​t​p​​s​:​/​​/​c​i​h​​r​-​​i​r​s​​c​.​g​​c​.​c​a​​/​e​​/​5​1​4​6​6​.​h​t​m​l.

12.	 SPOR Networks in Chronic Diseases and the PICHI Network. Recommenda-
tions on patient Engagem compensation. 2018

13.	 Greer AM, Buxton J, A. And in partnership with the paying peers working 
group. A guide for paying peer research assistants. In: challenges and oppor-
tunities. British Columbia: BC Centre for Disease Control; 2016.

14.	 Fox G, Fergusson DA, Nicholls SG, et al. Recognizing patient partner contribu-
tions to health research: a mixed methods research protocol. Res Involv and 
Engagem. 2022;8:24. ​h​t​t​p​​s​:​/​​/​d​o​i​​.​o​​r​g​/​​1​0​.​​1​1​8​6​​/​s​​4​0​9​0​0​-​0​2​2​-​0​0​3​5​4​-​w.

15.	 Abelson J, Canfield C, Leslie M, et al. Understanding patient partnership in 
health systems: lessons from the Canadian patient partner survey. BMJ Open. 
2022;12:e061465. ​h​t​t​p​​s​:​/​​/​d​o​i​​.​o​​r​g​/​​1​0​.​​1​1​3​6​​/​b​​m​j​o​​p​e​n​​-​2​0​2​​2​-​​0​6​1​4​6​5.

16.	 Reid RJ, Wodchis WP, Kuluski K, et al. Actioning the learning health system: an 
applied framework for integrating research into health systems. ssm - Health 
Syst. 2024, 2. ​h​t​t​p​​s​:​/​​/​d​o​i​​.​o​​r​g​/​​1​0​.​​1​0​1​6​​/​j​​.​s​s​​m​h​s​​.​2​0​2​​4​.​​1​0​0​0​1​0.

17.	 Staniszewska S, Brett J, Mockford C, et al. The GRIPP checklist: Strengthening 
the quality of patient and public involvement reporting in research. Int J 
Technol Assess Health Care. 2011;27:391–99. ​h​t​t​p​​s​:​/​​/​d​o​i​​.​o​​r​g​/​​1​0​.​​1​0​1​7​​/​S​​0​2​6​6​4​
6​2​3​1​1​0​0​0​4​8​1.

18.	 Staniszewska S, Brett J, Simera I, et al. GRIPP2 reporting checklists: tools to 
improve reporting of patient and public involvement in research. Res Invol-
vEngagem. 2017;3:13. ​h​t​t​p​​s​:​/​​/​d​o​i​​.​o​​r​g​/​​1​0​.​​1​1​8​6​​/​s​​4​0​9​0​0​-​0​1​7​-​0​0​6​2​-​2.

19.	 Fox G, Lalu MM, Sabloff T, et al. Recognizing patient partner contributions 
to health research: a systematic review of reported practices. Res Involv and 
Engagem. 2023;9:80. ​h​t​t​p​​s​:​/​​/​d​o​i​​.​o​​r​g​/​​1​0​.​​1​1​8​6​​/​s​​4​0​9​0​0​-​0​2​3​-​0​0​4​8​8​-​5.

20.	 Vanneste A, Wens I, Sinnaeve P, et al. Evolution of reported patient and public 
involvement over time in randomised controlled trials in major medical 
journals and in their protocols: meta-epidemiological evaluation. BMJ. 
2025;389:e082697. ​h​t​t​p​​s​:​/​​/​d​o​i​​.​o​​r​g​/​​1​0​.​​1​1​3​6​​/​b​​m​j​-​2​0​2​4​-​0​8​2​6​9​7.

21.	 Benizri N, Hallot S, Burns K, et al. Patient and family representation in random-
ized clinical trials published in 3 medical and surgical journals: a systematic 
review. JAMA Netw Open. 2022;5:e2230858. ​h​t​t​p​​s​:​/​​/​d​o​i​​.​o​​r​g​/​​1​0​.​​1​0​0​1​​/​j​​a​m​a​​n​e​t​​
w​o​r​k​​o​p​​e​n​.​2​0​2​2​.​3​0​8​5​8.

22.	 Vanderhout S, Richards DP, Butcher N, et al. Prevalence of patient partner 
authorship and acknowledgment in child health research publications: an 
umbrella review. J Clin Epidemiol. 2023. ​h​t​t​p​​s​:​/​​/​d​o​i​​.​o​​r​g​/​​1​0​.​​1​0​1​6​​/​j​​.​j​c​​l​i​n​​e​p​i​.​​2​0​​2​
3​.​1​0​.​0​1​2.

23.	 Ellis U, Kitchin V, Vis-Dunbar M. Identification and reporting of patient and 
public partner authorship on knowledge syntheses: rapid review. J Particip 
Med. 2021;13:e27141. ​h​t​t​p​​s​:​/​​/​d​o​i​​.​o​​r​g​/​​1​0​.​​2​1​9​6​​/​2​​7​1​4​1.

24.	 Price A, Schroter S, Snow R, et al. Frequency of reporting on patient and 
public involvement (PPI) in research studies published in a general medical 
journal: a descriptive study. BMJ Open. 2018;8:e020452. ​h​t​t​p​​s​:​/​​/​d​o​i​​.​o​​r​g​/​​1​0​.​​1​1​
3​6​​/​b​​m​j​o​​p​e​n​​-​2​0​1​​7​-​​0​2​0​4​5​2.

25.	 National Institute of Health and Care Research. Payment guidance for 
researchers and professionals. 2022. ​h​t​t​p​​s​:​/​​/​w​w​w​​.​n​​i​h​r​​.​a​c​​.​u​k​/​​d​o​​c​u​m​​e​n​t​​s​/​
p​a​​y​m​​e​n​t​​-​g​u​​i​d​a​n​​c​e​​-​f​o​​r​-​r​​e​s​e​a​​r​c​​h​e​r​​s​-​a​​n​d​-​p​​r​o​​f​e​s​s​i​o​n​a​l​s​/​2​7​3​9​2. accessed 24 
november 2023.

26.	 Fox G. Recognizing patient partner contributions to health research. Ottawa, 
ontario: University of Ottawa; 2022.

27.	 Vanderhout S, Nevins P, Nicholls SG, et al. Patient and public involvement in 
pragmatic trials: online survey of corresponding authors of published trials. 
CMAJ Open. 2023;11:E826–37. ​h​t​t​p​​s​:​/​​/​d​o​i​​.​o​​r​g​/​​1​0​.​​9​7​7​8​​/​c​​m​a​j​o​.​2​0​2​2​0​1​9​8.

28.	 Nicholls SG, Carroll K, Zwarenstein M, et al. The ethical challenges raised 
in the design and conduct of pragmatic trials: an interview study with key 
stakeholders. Trials. 2019;20:765. ​h​t​t​p​​s​:​/​​/​d​o​i​​.​o​​r​g​/​​1​0​.​​1​1​8​6​​/​s​​1​3​0​6​3​-​0​1​9​-​3​8​9​9​-​x.

29.	 Zwarenstein M, Treweek S. What kind of randomized trials do we need? 
CMAJ. 2009;180:998–1000. ​h​t​t​p​​s​:​/​​/​d​o​i​​.​o​​r​g​/​​1​0​.​​1​5​0​3​​/​c​​m​a​j​.​0​8​2​0​0​7.

30.	 Nicholls SG, Carroll K, Hey SP, et al. A review of pragmatic trials found a high 
degree of diversity in design and scope, deficiencies in reporting and trial 
registry data, and poor indexing. J Clin Epidemiol. 2021;137:45–57. ​h​t​t​p​​s​:​/​​/​d​o​i​​
.​o​​r​g​/​​1​0​.​​1​0​1​6​​/​j​​.​j​c​​l​i​n​​e​p​i​.​​2​0​​2​1​.​0​3​.​0​2​1.

31.	 Taljaard M, McDonald S, Nicholls SG, et al. A search filter to identify pragmatic 
trials in MEDLINE was highly specific but lacked sensitivity. J Clin Epidemiol. 
2020;124:75–84.

32.	 Airtable. 2020. https://airtable.com/product.
33.	 Braun V, Clarke V, Hayfield N, et al. Thematic analysis. In: liamputtong P, editor. 

Handbook of research methods in health social sciences. 2019. p. 843–60.
34.	 Moher D, Hopewell S, Schulz KF, et al. CONSORT, 2010 explanation and elabo-

ration: updated guidelines for reporting parallel group randomised trials. 
BMJ. 2010;340:c869. ​h​t​t​p​​s​:​/​​/​d​o​i​​.​o​​r​g​/​​1​0​.​​1​1​3​6​​/​b​​m​j​.​c​8​6​9.

35.	 Lynch E, Earle-Bandaralage L, Eley S, et al. Credit where it’s due: recognising 
lived experience in research authorship. Patient educcouns. 2024. ​h​t​t​p​​s​:​/​​/​d​o​i​​.​
o​​r​g​/​​1​0​.​​1​0​1​6​​/​j​​.​p​e​c​.​2​0​2​4​.​1​0​8​4​7​2.

36.	 Oliver J, Lobban D, Dormer L, et al. Hidden in plain sight? Identifying patient-
authored publications. Res Involv Engagem. 2022;8:12. ​h​t​t​p​​s​:​/​​/​d​o​i​​.​o​​r​g​/​​1​0​.​​1​1​8​
6​​/​s​​4​0​9​0​0​-​0​2​2​-​0​0​3​4​6​-​w.

37.	 Woolley KL, Stones SR, Stephens R, et al. Patient authorship of medical 
research publications: an evolution, revolution, and solution? Learned Pub-
lishing. 2024. ​h​t​t​p​​s​:​/​​/​d​o​i​​.​o​​r​g​/​​1​0​.​​1​0​0​2​​/​l​​e​a​p​.​1​6​0​7.

38.	 Karlsson AW, Kragh-Sorensen A, Borgesen K, et al. Roles, outcomes, and 
enablers within research partnerships: a rapid review of the literature on 
patient and public involvement and engagement in health research. Res 
Involv Engagem. 2023;9:43. ​h​t​t​p​​s​:​/​​/​d​o​i​​.​o​​r​g​/​​1​0​.​​1​1​8​6​​/​s​​4​0​9​0​0​-​0​2​3​-​0​0​4​4​8​-​z.

39.	 Colomer-Lahiguera S, Steimer M, Ellis U, et al. Patient and public involvement 
in cancer research: a scoping review. Cancer Med. 2023;12:15530–43. ​h​t​t​p​​s​:​/​​/​
d​o​i​​.​o​​r​g​/​​1​0​.​​1​0​0​2​​/​c​​a​m​4​.​6​2​0​0.

40.	 Hopewell S, Chan AW, Collins GS, et al. CONSORT, 2025 explanation and 
elaboration: updated guideline for reporting randomised trials. BMJ. 
2025;389:e081124. ​h​t​t​p​​s​:​/​​/​d​o​i​​.​o​​r​g​/​​1​0​.​​1​1​3​6​​/​b​​m​j​-​2​0​2​4​-​0​8​1​1​2​4.

41.	 Hopewell S, Chan AW, Collins GS, et al. CONSORT, 2025 statement: updated 
guideline for reporting randomised trials. BMJ. 2025;389:e081123. ​h​t​t​p​​s​:​/​​/​d​o​i​​.​
o​​r​g​/​​1​0​.​​1​1​3​6​​/​b​​m​j​-​2​0​2​4​-​0​8​1​1​2​3.

42.	 Hrobjartsson A, Boutron I, Hopewell S, et al. SPIRIT, 2025 explanation and 
elaboration: updated guideline for protocols of randomised trials. BMJ. 
2025;389:e081660. ​h​t​t​p​​s​:​/​​/​d​o​i​​.​o​​r​g​/​​1​0​.​​1​1​3​6​​/​b​​m​j​-​2​0​2​4​-​0​8​1​6​6​0.

43.	 Anderson AM, Brading L, Swaithes L, et al. Building trust and inclusion with 
under-served groups: a public involvement project employing a knowledge 
mobilisation approach. Res Involv And Engagem. 2024;10. ​h​t​t​p​​s​:​/​​/​d​o​i​​.​o​​r​g​/​​1​0​.​​
1​1​8​6​​/​s​​4​0​9​0​0​-​0​2​4​-​0​0​6​4​7​-​2.

44.	 Borthwick J, Evertsz N, Pratt B. How should communities be meaningfully 
engaged (if at all) when setting priorities for biomedical research? Perspec-
tives from the biomedical research community. BMC Med Ethics. 2023;24:6. ​h​
t​t​p​​s​:​/​​/​d​o​i​​.​o​​r​g​/​​1​0​.​​1​1​8​6​​/​s​​1​2​9​1​0​-​0​2​2​-​0​0​8​7​9​-​5.

45.	 Vale CL, Cragg WJ, Cromarty B, et al. When participants get involved: recon-
sidering patient and public involvement in clinical trials at the MRC clinical 
trials unit at UCL. Trials. 2018;19:95. ​h​t​t​p​​s​:​/​​/​d​o​i​​.​o​​r​g​/​​1​0​.​​1​1​8​6​​/​s​​1​3​0​6​3​-​0​1​8​-​2​4​7​
1​-​4.

46.	 Richards DP, Birnie KA, Eubanks K, et al. Guidance on authorship with and 
acknowledgement of patient partners in patient-oriented research. Res 
Involv Engagem. 2020;6:38. ​h​t​t​p​​s​:​/​​/​d​o​i​​.​o​​r​g​/​​1​0​.​​1​1​8​6​​/​s​​4​0​9​0​0​-​0​2​0​-​0​0​2​1​3​-​6.

47.	 Fox G, Fergusson DA, Sadeknury A, et al. What guidance exists to support 
patient partner compensation practices? a scoping review of available poli-
cies and guidelines. Health Expect. 2024;27. ​h​t​t​p​​s​:​/​​/​d​o​i​​.​o​​r​g​/​​1​0​.​​1​1​1​1​​/​h​​e​x​.​1​3​9​7​
0.

48.	 NIHR Involve. Involvement cost calculator. 2019. ​h​t​t​p​​s​:​/​​/​w​w​w​​.​i​​n​v​o​​.​o​r​​g​.​u​k​​/​r​​e​s​
o​​u​r​c​​e​-​c​e​​n​t​​r​e​/​​p​a​y​​m​e​n​t​​-​a​​n​d​-​​r​e​c​​o​g​n​i​​t​i​​o​n​-​​f​o​r​​-​p​u​b​​l​i​​c​-​i​​n​v​o​​l​v​e​m​​e​n​​t​/​i​​n​v​o​​l​v​e​m​​e​n​​
t​-​c​o​s​t​-​c​a​l​c​u​l​a​t​o​r​/​#​1. accessed 8 May 2024.

49.	 Centre for Healthcare Innovation. CHI patient and public engagement bud-
get builder. 2020. ​h​t​t​p​​s​:​/​​/​u​m​a​​n​i​​t​o​b​​a​.​c​​a​/​c​e​​n​t​​r​e​-​​f​o​r​​-​h​e​a​​l​t​​h​c​a​​r​e​-​​i​n​n​o​​v​a​​t​i​o​​n​/​s​​i​t​
e​s​​/​c​​e​n​t​​r​e​-​​f​o​r​-​​h​e​​a​l​t​​h​c​a​​r​e​-​i​​n​n​​o​v​a​​t​i​o​​n​/​f​i​​l​e​​s​/​2​​0​2​3​​-​0​6​/​​2​0​​2​0​-​​0​1​-​​2​9​-​c​​h​i​​-​p​e​-​b​u​d​g​e​
t​-​t​o​o​l​-​v​2​-​8​-​3​.​x​l​s​x. accessed 8 May 2024.

50.	 Richards DP, Jordan I, Strain K, et al. Patients as partners in research: how to 
talk about compensation with patient partners. J Orthop Sports physther. 
2020;50:413–14. ​h​t​t​p​s​:​​​/​​/​d​o​​i​.​​o​r​​g​​/​​1​0​​.​2​5​​​1​9​​/​j​o​​s​p​t​.​2​​0​2​0​.​0​1​0​6.

Publisher’s Note
Springer Nature remains neutral with regard to jurisdictional claims in 
published maps and institutional affiliations.

https://doi.org/10.35680/2372-0247.1334
https://doi.org/10.5334/cstp.184
https://doi.org/10.5334/cstp.184
https://cihr-irsc.gc.ca/e/51466.html
https://doi.org/10.1186/s40900-022-00354-w
https://doi.org/10.1136/bmjopen-2022-061465
https://doi.org/10.1016/j.ssmhs.2024.100010
https://doi.org/10.1017/S0266462311000481
https://doi.org/10.1017/S0266462311000481
https://doi.org/10.1186/s40900-017-0062-2
https://doi.org/10.1186/s40900-023-00488-5
https://doi.org/10.1136/bmj-2024-082697
https://doi.org/10.1001/jamanetworkopen.2022.30858
https://doi.org/10.1001/jamanetworkopen.2022.30858
https://doi.org/10.1016/j.jclinepi.2023.10.012
https://doi.org/10.1016/j.jclinepi.2023.10.012
https://doi.org/10.2196/27141
https://doi.org/10.1136/bmjopen-2017-020452
https://doi.org/10.1136/bmjopen-2017-020452
https://www.nihr.ac.uk/documents/payment-guidance-for-researchers-and-professionals/27392
https://www.nihr.ac.uk/documents/payment-guidance-for-researchers-and-professionals/27392
https://doi.org/10.9778/cmajo.20220198
https://doi.org/10.1186/s13063-019-3899-x
https://doi.org/10.1503/cmaj.082007
https://doi.org/10.1016/j.jclinepi.2021.03.021
https://doi.org/10.1016/j.jclinepi.2021.03.021
https://airtable.com/product
https://doi.org/10.1136/bmj.c869
https://doi.org/10.1016/j.pec.2024.108472
https://doi.org/10.1016/j.pec.2024.108472
https://doi.org/10.1186/s40900-022-00346-w
https://doi.org/10.1186/s40900-022-00346-w
https://doi.org/10.1002/leap.1607
https://doi.org/10.1186/s40900-023-00448-z
https://doi.org/10.1002/cam4.6200
https://doi.org/10.1002/cam4.6200
https://doi.org/10.1136/bmj-2024-081124
https://doi.org/10.1136/bmj-2024-081123
https://doi.org/10.1136/bmj-2024-081123
https://doi.org/10.1136/bmj-2024-081660
https://doi.org/10.1186/s40900-024-00647-2
https://doi.org/10.1186/s40900-024-00647-2
https://doi.org/10.1186/s12910-022-00879-5
https://doi.org/10.1186/s12910-022-00879-5
https://doi.org/10.1186/s13063-018-2471-4
https://doi.org/10.1186/s13063-018-2471-4
https://doi.org/10.1186/s40900-020-00213-6
https://doi.org/10.1111/hex.13970
https://doi.org/10.1111/hex.13970
https://www.invo.org.uk/resource-centre/payment-and-recognition-for-public-involvement/involvement-cost-calculator/#1
https://www.invo.org.uk/resource-centre/payment-and-recognition-for-public-involvement/involvement-cost-calculator/#1
https://www.invo.org.uk/resource-centre/payment-and-recognition-for-public-involvement/involvement-cost-calculator/#1
https://umanitoba.ca/centre-for-healthcare-innovation/sites/centre-for-healthcare-innovation/files/2023-06/2020-01-29-chi-pe-budget-tool-v2-8-3.xlsx
https://umanitoba.ca/centre-for-healthcare-innovation/sites/centre-for-healthcare-innovation/files/2023-06/2020-01-29-chi-pe-budget-tool-v2-8-3.xlsx
https://umanitoba.ca/centre-for-healthcare-innovation/sites/centre-for-healthcare-innovation/files/2023-06/2020-01-29-chi-pe-budget-tool-v2-8-3.xlsx
https://doi.org/10.2519/jospt.2020.0106

	﻿Recognition, remuneration and reimbursement of patient and public involvement partners in pragmatic randomised controlled trials. A survey of author practices
	﻿Abstract
	﻿Background
	﻿Methods
	﻿Sample and sampling frame
	﻿Data collection
	﻿Data curation and analysis

	﻿Results
	﻿Recognition through authorship or acknowledgement
	﻿Remuneration of PPI partners
	﻿PPI partner reimbursement
	﻿Combination of practices

	﻿Discussion
	﻿Conclusions
	﻿References


